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38 FAIRVIEW

How Saving Eve Is Saving Other Newborns With
Heart Conditions

FAIRVIEW SYSTEM, APRIL 4, 2013

Eve Isley Saarinen was born at Fairview Southdale Hospital with two serious heart defects. Eve is

alive and well today and, with her mom, is ensuring other babies are diagnosed early through use of
pulse oximetry screening.
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Federal HRSA grants fund & CCHD
soreening demonstration projects;
Fulse cximetry screening meta-analysis
published im The Lancet

September 2011

HH% adopts federal
racommendation to scraen all
mnewborns for heart defects

Newborn Heart Screening (CCHD)
History and Timeline

January 2012 —

Indiana second state to fully

Mew Jersey implements statewide
mnewhborn CCHD screening

HR5A convenes federal
Implementation Warkgroup for CCHD
screening; Strategies Document
compiled and endorsed by MIH, CDC,
HRSA, APP AHA, ACC, March of Dimes

AAR AHA and ACC Endorse
Mewborn Screening for CCHD
report published in Pediatrics

July 2011

Legislation or statute to add to
screaming panal mowving im 1/3 of WS
states (cchdscreeningmapucom)

September 2010

SMCHDMC wotes to recommend all
mewbaoms in LS. be soreened for COHDy
delivers formal recommendation

to Secretary Sebelius

January 2011

HHS stakeholder call to announce
Secretary’s interim statement on
SACHDMC recommendation

October 2009

Minmesota Mewborn Heart
Screening/Fulse Oximetry Filot
Project launches
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January 2010 '

Critical Comgenital Heart Disease
nominated as core condition for
scraaning @5ACHDMC meeting in
Washington, D.C.; BEvidence review
process begins

CCHD = Critical Congenital Heart Disease
HHS = U.5. Department of Health
E Human Services
AAP = American Academy of Padiatrics
AHA = Amencan Heart Association
ALCC = American College of Cardiology
€D = Canters for Disease Control
& Prevention
NIH = Mational Institutes of Health
SACHDMNC = Secretary's Advisory Committee
on Heritable Disorders im Newboms
& Children

implement CCHD screenimg for all H
newhborns; LK. Pulse Ouwimetry
Effectivenass study released

July 2009 ’

AAPSAHA statement on pulse
cximetry screening; Eurcpean
studies published supporting
routime screening to detect heart
disease in newborns

THE SECRETARY OF HEALTH AND HUMAN SERVICES
WASHINGTON, D.C. 20201

September 21, 2011

R. Rodney Howell, M.D.

Committee Chairperson

Secretary’s Advisory Committee on Heritable
Disorders in Newborns and Children

5600 Fishers Lane, Room 18A19

Rockville, MD 20857

I would like to commend the SACHDNC on your success in creating and implementing an
external scientific evidence review process for rare conditions that incorporates systematic
evidence-based and peer-reviewed recommendations. I am encouraged by the emerging
evidence base for the utility of early diagnosis and detection of CCHD via measurement of blood
oxygen saturation, as well as the momentum and commitment that is evidenced at the state and
federal levels to support implementation and investigation of successful screening programs.
While we collectively engage in the remaining work that needs to be completed, HHS will
continue to encourage states, health care facilities, and individual clinicians to provide this
screening and contribute to the knowledge base in this important area.

I am committed to advancing screening for CCHD, and I appreciate the contributions of the
SACHDNC in assisting HHS and states to explore ways to enhance newborn and child screening
to improve the health of infants bomn in the United States.

Sincerely,

Kathleen Sebelius

Enclosure:

Interagency Coordinating Committee on Newborn and Child Screening (ICC): Screening for
Critical Congenital Heart Disease: A Federal Agency Plan of Action - Summary of Federal
Activities



Day 1,000

Secretary Sebelius
formally recommends
all newborns in the
U.S. be screening for
CCHD (added to RUSP)

Follow up actions
from HRSA, NIH, CDC,
FDA and professional
organizations
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Total annual CHD births 1,310,000
Similar number with bicuspid aortic valves
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Fig. 2. Total annual births of children with congenital
heart disease by continent, based on Table 1 and data on
total births. The panel at the side indicates the population

ranges of the different countries.

Source: Thglobal burden of congenital headisease
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UK, Germany, Sweden, Poland
together screened over 180,000
newborns in studies.

Smaller U.S. studies dated back to
2002/2003. NJ and Indiana
implement pre-RUSP, HRSA awards
6 demonstration grants as part of
CCHD screening rollout.

2012: 15 countries had pilot
projects, including the largest CHD
screening study ever published -

120,000 newborns in China.
(The Lancet, Apr 2014)



